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Abstract

Background: Emergency department (ED) visits among older adults are common near the end of life. Palliative care
has been shown to reduce ED visits and to increase quality of life among patients, but recruitment into these pro-
grams is often challenging. This descriptive analysis explores the barriers to enrolling seriously ill patients scheduled
for discharge from the ED into palliative care research.

Methods: This descriptive sub-study aims to assess the reasons why patients with advanced illness scheduled for
discharge home from 11 EDs across the United States decline to participate in Emergency Medicine Palliative Care
Access (EMPallA), a Phase IV randomized controlled trial (RCT) comparing two modes of palliative care delivery.

Our aim was to understand why patients decline to enroll to improve future recruitment rates and expand care for
patients discharged home from the ED. Research coordinators documented reasons that patients declined to enroll in
the larger EMPallA trial; reasons for refusing participation were independently analyzed by two researchers to identify
overarching themes.

Results: Enrollment rate across all sites was 45%; of the 504 eligible patients who declined participation, 47%

(n =237) declined for reasons related to illness severity. 28% of refusals (n = 143) were related to the mode of pal-
liative care delivery, while 24% (n = 123) were due to misconceptions or stigma related to palliative care. Less com-
monly, patients refused due to general research barriers (16.5%), family/caregiver barriers (11.7%), and physician-
related barriers (< 1%).

Conclusions: Patients with advanced illnesses presenting to the ED often refuse to participate in palliative care
research due to the severity of their illness, the mode of care delivery, and misconceptions about palliative care. In
contrast with other studies, our study found minimal physician gatekeeping, which may be the result of both chang-
ing attitudes toward palliative care and the nature of the ED setting. Robust training programs are crucial to overcome
these misconceptions and to educate patients and providers about the role of palliative care. Future palliative care
programs and study designs should recognize the burden this vulnerable population endures and consider alterna-
tive modes of care delivery in an effort to increase participation and enrollment.
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Background
Multiple studies have shown that palliative care
improves quality of life in patients with advanced illness
[1-3]. Patients receiving palliative care utilize fewer
resources, have reduced Emergency Department (ED)
visits and fewer hospital admissions, leading to reduced
cost of medical care and higher satisfaction for patients
and families [2, 4]. Nonetheless, engaging patients with
advanced illness in palliative care and palliative care
research is challenging for multiple reasons. The dearth
of literature on this topic identifies significant barriers
to enrolling patients in palliative care programs. LeB-
lanc and colleagues identify three major categories of
barriers to palliative care research: 1) patient issues,
2) gatekeeping, and 3) ethical issues [5]. Patients who
are suitable for palliative care often feel too sick or bur-
dened by their illness to participate, and limited life-
expectancy among this population complicates data
collection [6, 7]. Gatekeeping is common among this
population and occurs when a physician, family mem-
ber, or caregiver prevents a patient from participating
in research. Moreover, conducting research among
such a vulnerable population raises ethical concerns,
which although valid, can be addressed [8]. Other bar-
riers cited in the literature include difficulties in com-
munication regarding end-of-life care and lack of
training in palliative care amongst providers [9-12].
Despite these barriers, the limited research that does
exist highlights the overwhelmingly positive benefits
of palliative care in patients with advanced illnesses [1,
2, 13]. Furthermore, recent studies point to the ED as a
potential setting in which to enroll patients in pallia-
tive care programs, as ED visits are extremely common
among patients with advanced illness [14]. Recruit-
ing patients into palliative care research in the ED set-
ting may pose unique challenges due to the fast-paced
environment, lack of an ongoing relationship with the
patient, and high symptom burden that brought patients
there to begin with [15, 16]. Despite this limited research,
few studies if any have attempted to understand the bar-
riers to recruiting patients into palliative care within an
ED setting. Thus, additional research is needed to under-
stand how best to recruit this vulnerable population from
the ED, engage them in research and optimize methods
of palliative care delivery.

The parent study, Emergency Medicine Palliative Care
Access (EMPallA), is a multi-site randomized controlled
trial (RCT) designed to compare the effectiveness of
two modes of community-based palliative care delivery
for patients with advanced illness. Patients are recruited
into EMPallA from the ED or observation unit and rand-
omized to either nurse-led telephonic case management
or outpatient specialty palliative care. The aim of this
paper is to clarify the barriers to enrolling seriously ill
patients scheduled for discharge from the ED into pallia-
tive care research.

Methods

This descriptive sub-study aims to assess the reasons
why patients with advanced illness scheduled for dis-
charge home from 11 EDs across the United States
decline to participate in EMPallA, a Phase IV rand-
omized controlled trial (RCT) comparing two modes of
palliative care. Specifically, the patients who fulfill eli-
gibility criteria but choose not to consent to participate
in the EMPallA study will be the focus of this paper, as
this group of patients provides valuable information to
improve recruitment in future trials.

The EMPallA peer-reviewed trial leveraged the Clini-
cal Trials Transformation Initiative (CTTI) framework
prior to active recruitment in order to maximize recruit-
ment strategies and best practices [17]. Eligibility criteria
for the EMPallA study include patients 50years of age or
older who presented to the ED with a qualifying illness
(defined as advanced cancer or end-stage organ failure)
and were scheduled for ED discharge or observation sta-
tus. Patients were also required to have health insurance,
speak English or Spanish, and reside within the geo-
graphic area. Patients were not eligible if they had pre-
viously received hospice or palliative care, were admitted
to inpatient services, had dementia, or lived in a skilled
nursing facility (SNF) or similar assisted living facility
(ALF). Additional study details can be found in the pub-
lished protocol paper [18].

Research coordinators (RCs) at each ED received
extensive training prior to active patient approach in
the ED; trainings leveraged stakeholder feedback from
palliative care physicians, as well as the EMPallA Study
Advisory Committee (SAC) patient stakeholder group,
to ensure proper messaging as per the CTTI recruitment
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Assessed for eligibility (met disease qualifier)
(n=12,756)

Screening tool not completed

Excluded (n=11,029)*
Hospital admission (n=8,091)

(n=665)

.
«  Previous palliative care (n=1,783)

«  Livesin supportive nursing/assisted living facility (n=1,056)
«  Primary language not English or Spanish (n=795)

«  Dementia (n=649)
.

.

Does not live within treatment area (n=281)
Previous hospice care (n=250)

Unaware of cancer diagnosis (n=137)
Uninsured (n=123)

Eligible

(n=1,062)

Unable to provide refusal reason

Declined to participate (n=504)*
«  Does not want outpatient care (n=133)

(n=75)

o satisfied with current care (n=111)

«  Too burdened by other appointments/not enough time (n=98)

«  Does not feel illness is serious enough (n=80)

« lackof interest in research participation (n=79)

e Associates palliative care with hospice and/or death (n=60)

«  Does not feel well enough to participate (n=42)

«  Family declined patient’s participation (n=38)

«  Does not want to make decision without family/caregiver present (n=21)
«  Does not want telephonic palliative care (n=21)

o Fear of privacy breach/negative feelings towards research (n=8)

«  Does not want to make decision without physician’s consent (n=2)

o Physician believes that palliative care is not appropriate for patient (n=2)

Consented (n=483)

Fig. 1 CONSORT Diagram

*Does not add up to 100% because patients may have been excluded or declined to participate for multiple reasons

communication planning recommendation [17]. Addi-
tionally, RCs had the opportunity to practice the script
and pitch with SAC members via teleconference to
obtain feedback and suggestions for improvement prior
to approaching eligible patients.

Patients were screened through the electronic health
record. If they did not meet one or more of the illness
qualifiers they could not be approached and their ineli-
gibility reasons were documented in REDCap by the RC
(Fig. 1). Eligible patients who were approached at bed-
side but declined participation in EMPallA were asked to
provide a reason for their refusal which was documented
for the sub-study in REDCap, a secure, web-based appli-
cation that served as the central research database [19].
Patients were permitted to provide more than one rea-
son, and patient refusals were not mutually exclusive;
each reason for refusal was accounted for in the analysis.
Initially, reasons for refusal were recorded in a ‘free text’
manner, extracted and summarized from REDCap by an
NYU data analyst, and reviewed on a monthly basis by
two researchers. Like reasons were grouped and eventu-
ally compiled into a checklist in REDCap in December
2018. The checklist response choices were continuously
refined in REDCap based on emerging themes from an
‘other’ free-text category. For this manuscript, reasons

were independently analyzed by two researchers to iden-
tify themes, and discussed in-depth until consensus was
reached.

Weekly team meetings of RCs from all 11 sites occurred
as an opportunity to discuss each refusal reason and
strategize potential solutions in an effort to maximize
recruitment. In order to monitor eligibility and enroll-
ment, data was organized into a Consolidated Standards
for Reporting of Trials (CONSORT) diagram (Fig. 1)
[20-22]. All data represented in this manuscript is from
the reporting period (March 28, 2018 - January 31, 2020).
Based on data from the Principal Investigator’s prelimi-
nary RCT, which informed the planning of the EMPallA
RCT and enrolled eligible patients at a rate of 64%, we
expected a recruitment rate of 50% [23-25].

Results

The CONSORT diagram (Fig. 1) depicts the process of
patient recruitment in the larger EMPallA study from
screening to consent. As of January 31, 2020, 12,756
patients with a qualifying illness have been identified, of
which 1062 were deemed eligible for EMPallA (8%). The
majority of patients screened (11,029) were not eligible
and could not be approached because they met one or
more exclusion criteria (Fig. 1). Reasons for ineligibility
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based on exclusion criteria are included in Fig. 1, with
admission to the hospital being the main reason why
patients were not approached. The reasons for ineligibil-
ity will not be further discussed in this paper as they are
specific to EMPallA and thus not generalizable to other
study designs; the scope of this paper comprises patients
who meet eligibility. There was a subset of patients (665)
for whom the screening tool was not completed because
RCs were unable to approach them prior to discharge. Of
the 1062 eligible patients, 483 were successfully enrolled,
and 579 were not enrolled, yielding an overall enrollment
rate of 45%. Enrollment rates varied widely across sites
(ranging from 8 to 92%). Notably, of the 579 patients who
were eligible but not enrolled in EMPallA, 75 patients
were unable to provide reasons for refusal. This was fre-
quently a result of either insufficient documentation by
RCs, or patients not feeling well enough to engage in
conversation with the RCs to provide thorough rationale.
Thus, 504 patients provided reason(s) for their refusal to
participate in EMPallA, and this subset of patients are
the focus of this paper.

Table 1 outlines the frequency of each refusal by cat-
egory. Results are based on the number of patients that
cited each reason, and patients were allowed to pro-
vide more than one reason. Of the 504 eligible patients
who refused to participate, 237 (47.0%) refused due to
“barriers related to illness severity” Of these patients,
98 (19.4%) stated that they were too burdened by other
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appointments or did not have enough time to participate.
One-hundred eleven patients (22.0%) said that they were
satisfied with their current care, often stating, “I'm happy
with the care that I'm getting” or “I have everything I
need” A smaller proportion of patients (42 [8.3%]) did
not feel well enough to participate. Patients also com-
monly refused due to “misconceptions/stigma related to
palliative care” (123 [24.4%]). Of these 123 patients, more
than half did not feel that their illness was serious enough
to need palliative care (80 [15.9%]). The remainder of
patients refused because they associated palliative care
with hospice and/or death (60 [11.9%]), making state-
ments such as: “I'm not dying” and “I'm not there yet”
One-hundred forty-three patients (28.4%) refused due
to the mode of palliative care delivery. The overwhelm-
ing majority of these patients (133 [26.4%]) did not want
to or could not commit to attending the outpatient clinic
visits. In contrast, only 21 patients (4.2%) stated that they
did not want to receive telephonic palliative care. In some
instances, patients wanted the choice to be placed in one
intervention arm over another but refused study partici-
pation since they could not be guaranteed placement into
their preferred treatment arm.

Eighty-three patients (16.5%) refused to partici-
pate for reasons categorized as “general research bar-
riers” Patients typically exhibited a lack of interest in
research participation (79 [15.7%]). However, some
patients reported a fear of privacy breach or had negative

Table 1 Reasons that eligible patients refused to participate (n =504)

Reason for refusal

Patients, no. (%)

Barriers related to illness severity

> Too burdened by other appointments/not enough time

> Satisfied with current care

>> Doesn't feel well enough to participate

Misconceptions/stigma related to palliative care

> Does not feel illness is serious enough

>> Associates palliative care with hospice and/or death

Mode of palliative care delivery

> Does not want outpatient palliative care

>> Does not want telephonic palliative care

General research barriers

>> Lack of interest in research participation

>> Fear of privacy breach/negative feelings towards research
Family/caregiver barriers

>> Family declined patient’s participation

>> Does not want to make decision without family/caregiver present
Physician-related barriers

>> Does not want to make decision without physician’s consent

> Physician believes that palliative care is not appropriate for patient

237 (47.0)
98 (19.4)
111 (22.0)
42(83)
123 (24.4)
80 (15.9)
60 (11.9)
143 (28.4)
133 (264)
21(4.2)
83 (16.5)
79(15.7)
8(1.6)
59(11.7)
38(7.5)
21(4.2)
4(0.1)
2(.04)
2(.04)

Note: categories and subcategories may not add up to 100% because patients may have declined participation for multiple reasons
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feelings towards research (8 [1.6%]). A small proportion
of patients did not participate due to family or caregiver
barriers (59 [11.7%]), and in some cases, a family mem-
ber or caregiver recommended the patient not partici-
pate (38 [7.5%]). Twenty-one (4.2%) reported that they
did not want to make a decision without a family mem-
ber or a caregiver present. Only four patients out of 504
(0.1%) refused because of physician-related barriers. Two
patients preferred not to make a decision without con-
sent from their physician, and there were two instances
in which the physician declined on behalf of the patient.

Discussion
Main findings
The most common patient refusal reasons were barriers
related to 1) the severity of the patient’s illness, 2) mis-
conceptions or stigma related to palliative care, and 3) the
mode of palliative care delivery. Barriers including illness
severity, misconceptions and family/caregiver and phy-
sician gatekeeping are previously cited in the literature,
but the mode of palliative care delivery is a finding that
is unique to this study. We hypothesized that family/car-
egiver and physician gatekeeping would be a more preva-
lent refusal reason and barrier, but we found these to be
far less common in our study. Thus, our findings provide
insights into ways in which researchers can tailor recruit-
ment strategies as well as design palliative care programs
which meet the needs of this patient population.
Aligning with lessons learned from the Principal Inves-
tigator’s prior randomized controlled trial of Palliative
Care in the ED, our enrollment goal was 50% and over-
all enrollment rate was 45% across the 11 sites [23-25].
Despite being slightly under our target goal, the data we
have collected thus far provide valuable lessons learned
for future research in this field. As it is well documented
that research within palliative care populations is dif-
ficult, this enrollment rate is not particularly surprising
[12, 23, 26]. The FamCope Trial, which aimed to test the
feasibility of nurse-led, family-coping-oriented palliative
home care in patients with advanced cancer, encountered
higher refusal rates in comparison to our study (66% vs.
55%) but cited similar reasons for refusal such as a “lack
of energy” or being “too sick” [9] In contrast to the Fam-
Cope Trial, our study found that patients often declined
to participate because they felt that they were satisfied
with their current care. Although this is not a frequently
reported barrier in the literature, other studies also have
reported that patients with advanced cancer often refuse
to participate in palliative research due to satisfaction
with their current care [16]. Presumably, there are some
patients with advanced illness whose needs are being met
with their current care, and thus do not feel as though
they would benefit from palliative care.
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Although other studies have cited physician gatekeep-
ing as a major recruitment barrier, we found this to be
a negligible barrier [11, 23]. The reasons for this are
undoubtedly multifactorial, but it is possible that this
reflects a shift of attitude toward palliative care within
the healthcare community. While some research suggests
that providers still hold perceptions that palliative care is
only appropriate at the end of life, there is a growing body
of evidence which demonstrates that physicians have a
greater understanding of the role of palliative care and
are more confident in referring patients to palliative care
services [12, 27, 28]. A recent study analyzing the percep-
tions of palliative care among healthcare providers before
and after implementation of a palliative medicine divi-
sion found increased attendance in educational activities
and increased confidence in palliative care [28]. Within
the same study, providers who favored co-management
with palliative care held core values that aligned with
current concepts, such as advanced care planning [28].
We expect that as the number of palliative care programs
in hospitals across the country increases, understand-
ing and acceptance of palliative care amongst providers
will continue to grow and foster a new set of beliefs and
norms [29].

Additionally, we believe that recruiting patients from
the ED helped us to overcome some of the challenges
faced by other studies, particularly in regard to gate-
keeping. Notably, the ED physicians in our study were
given the opportunity to opt-out their patients in the
EMPallA study prior to recruitment, but few took the
study team up on the offer. Kars et al. report on pat-
terns of gatekeeping in palliative care research, not-
ing that gatekeeping is motivated by protection of
patients who are deemed to be vulnerable [30]. Due to
the nature of Emergency Medicine whereby physicians
typically do not have long-standing relationships with
their patients, we hypothesize that they may be less
likely to prevent patients from enrolling in palliative
care, as they may not feel comfortable making such a
care decision. This is further supported by the fact that
most of the studies which cite physician gatekeeping
as a barrier to palliative care recruitment attempted to
recruit patients in the outpatient setting.

Moreover, it is well known that ED visits are com-
mon among patients near the end of their life; thus,
the ED represents a central location which may
be appropriate for recruitment into palliative care
research. In a paper focused on interviewing prin-
cipal investigators and clinical research coordina-
tors regarding their experience with a palliative
care clinical trial, Hanson and colleagues highlight
the difficulties associated with recruiting patients
from multiple healthcare settings [31]. By utilizing
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the ED as the central recruitment site, the need for
recruitment from outpatient clinics or long-term
care facilities can be essentially eliminated, and in
turn, the recruitment process simplified. Our results
also demonstrated that family and caregivers did not
impede recruitment. RCs anecdotally expressed many
patients were often alone in the ED when approached,
which may partially explain why family and caregiver
gatekeeping did not hinder recruitment in this study.
More detailed data collection is needed to under-
stand this concept more deeply.

This study also further demonstrates that the mode
of palliative care delivery often factored into a patient’s
decision to participate in the study. Of the patients
who did not participate due to mode of palliative care
delivery, the majority indicated that they did not want
to be randomized into the outpatient palliative care
arm, due to inability or unwillingness to make it to in-
person clinic visits. In contrast, relatively few patients
said that they did not want to receive telephonic care.
This finding is noteworthy for future researchers and
healthcare system leadership as it demonstrates that
patients may be more open to receiving palliative care
if they do not have to attend in-person outpatient
clinic visits. To our knowledge, these are new find-
ings which have not been reported in other studies.
Aligning with our results, these findings suggest that
patients with advanced illness may be reluctant to add
an additional in-person clinic appointment to their
schedules, as they may be overburdened with multi-
ple appointments. Telemedicine visits (e.g. phone call,
video chat) may be a feasible alternative to in-person
clinic visits, and other studies have demonstrated suc-
cess of telephonic palliative care [32, 33]. Future stud-
ies should continue to explore the effectiveness of
telehealth visits as an alternative mode of care delivery
for this specific population.

Implications for future studies

Future studies which aim to engage patients in pallia-
tive care research must recognize that this population is
inherently difficult to recruit given the extent of their ill-
ness and symptoms. To that end, researchers must antici-
pate barriers related to illness severity and attempt to
minimize other variables as much as possible. We sug-
gest implementing a robust training infrastructure and
documentation system for RCs. Creating a systematic
and standardized approach can minimize bias and may
increase fidelity of RCs. For those patients who express
not having enough time to attend another appointment,
knowing the details of the outpatient clinic (clinic loca-
tion, ability to schedule appointments on the same day as
other appointments) is essential. Furthermore, we advise
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meeting with the site outpatient team to discuss how they
would navigate this reason for refusal as early as possible
in the study trajectory. Early engagement with a palliative
care provider is also necessary, as they can make recom-
mendations on navigating the conversation when a patient
expresses they are satisfied with their care but may have
never received palliative care. A ‘decision tree’ workflow
for how to address a patient feeling too ill to enroll (for
example, if the team member could offer to re-approach
at a later time), may also help increase enrollment. Shar-
ing robust ‘tip sheets’ based on these conversations would
improve fidelity across study teams. Training should
include CTTI recruitment communication planning such
as: developing a standard patient-centered script, shadow-
ing senior RCs, supervised patient recruitment by senior
RCs, proper documentation of each encounter, and ongo-
ing supervision and oversight of all RCs by either the site
project manager or principal investigator.

Prior to active recruitment, we recommend RCs
role-play patient recruitment scenarios with patient
stakeholder groups like the SAC in order to receive con-
structive feedback. The training infrastructure should be
closely monitored. To minimize site variations in the con-
text of our multi-site study, we conducted in-person site
visits prior to launch, developed standard materials that
could be personalized with site specific logos, and imple-
mented weekly calls to discuss recruitment barriers and
facilitators. Calls were also used to brainstorm strategies
in overcoming recruitment barriers. All facilitators were
disseminated to all sites enrolled in the study. As the NYU
Research Team closely monitored and evaluated recruit-
ment metrics as per the CTTI framework recommenda-
tion, high performing recruitment sites were paired with
low performing sites to provide feedback and support.

More research is needed on how best to engage phy-
sicians to ensure they are allies, rather than barriers, in
the recruitment process. We suggest providing physi-
cians with the autonomy to exclude their patients, as we
did within this study. Another suggestion could include
engaging physician stakeholders during the development
of the research project, as they likely hold unique per-
spectives on the best ways to recruit patients.

Furthermore, our findings indicate that future studies
will likely encounter difficulties secondary to miscon-
ceptions of palliative care. Many patients we encoun-
tered either misunderstood the role of palliative care or
equated it with hospice care, a barrier that has reported
in other studies as well [9, 16].

To mitigate this, we suggest an approach centered
on patient education and messaging consistency. The
recruitment script should clearly explain the role of
palliative care in patient-friendly language. For exam-
ple, it should be emphasized that palliative care is
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intended to add a layer of support and can be deliv-
ered in conjunction with life-prolonging treatment.
As previously mentioned, RCs should be given ample
opportunity to practice the script to ensure consist-
ency and comfortability and this practice should be
revisited periodically. Involving a palliative care physi-
cian in the training process is crucial, as they can pro-
vide important feedback regarding proper language
and messaging techniques.

Many of the aforementioned strategies align with recom-
mendations made by LeBlanc and colleagues [5]. They sug-
gest employing the principles of social marketing to create
a protocol aimed at improving recruitment into palliative
care research, which helped them to achieve a recruitment
rate>75%. Their study cites the importance of involving
stakeholders, role-play training, standardization of word-
ing, and messaging based on known barriers to palliative
care research, all of which have been a focus of our study
as well. They also incorporated what they refer to as a triage
algorithm, in which non-study personnel gauged patients’
interest prior to having a research nurse approach them.
Not only did this save time, but it also allowed for better
identification of possible participants, and future studies
may want to consider employing a similar method.

Strengths/limitations

The major strength of this paper is the generalizability
of the results across different geographic ED contexts
(11 unique EDs across the country), thus demonstrat-
ing that it is feasible to recruit patients who present to
the ED with multiple disease etiologies into palliative
care research studies. Understanding patient barriers
within this sub-population is integral in order to plan
and develop trials that leverage successful recruitment
strategies. While other palliative care studies are limited
to patients with advanced cancer, our study recruited
patients with advanced cancer, congestive heart failure,
chronic kidney disease, and chronic obstructive pulmo-
nary disease. By including these patients, we have cap-
tured a wider scope of patients with advanced illness
and improved the generalizability of these findings. Fur-
thermore, it is relatively uncommon for ED studies and
studies in general to record reasons for refusal. In the
context of such a large study, these refusal reasons pro-
vide unique insight into the reasons why patients with
advanced illnesses are hesitant to engage in palliative care
research while presenting to the ED. On that premise, we
could have strengthened this study by employing qualita-
tive interviews with patients who refused to participate.
This would have provided us with more in-depth infor-
mation regarding patients’ reasons for refusal and areas
for improvement to increase enrollment.
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Our CONSORT diagram reveals that a significant por-
tion of patients were deemed ineligible due to hospital
admission. This posed a unique limitation to EMPallA, as
we were unable to collect refusal data from patients admit-
ted into the hospital. Nonetheless, this exclusion criterion
was essential for our study design in order to target a spe-
cific group of patients who may not otherwise have access
to palliative care programs. Notably, palliative care services
are available to admitted patients, but few resources exist for
patients who are discharged home from the ED [26, 34, 35].

Furthermore, our study identified that family and car-
egiver gatekeeping was not a common barrier to enroll-
ment in our patient population, but we are unable to
draw definitive conclusions due to limited data collection
specific to this refusal reason. In research, it is challeng-
ing to capture information and the rationale of non-par-
ticipants; thus, future studies should try to incorporate
qualitative methods such as content analyses in order to
thoroughly interpret findings.

Conclusion

By providing greater insight into why patients with
advanced illness refuse to participate in palliative care
research, we have been able to explore the ways in which we
can successfully engage this patient population. In particu-
lar, misconceptions related to palliative care may prevent
patients from enrolling in palliative care programs, so it is
essential that patients have a clear understanding of the role
of palliative care. This requires a strong training infrastruc-
ture for RCs. Furthermore, engagement with palliative care
physicians and ongoing communication across recruitment
sites are essential in order to overcome enrollment chal-
lenges. Future studies with palliative care populations must
design programs that meet the needs of this population,
which may include some form of telemedicine. Although
it is often difficult to engage patients with advanced illness
in palliative care research, our study demonstrates that it
is both feasible and imperative that we continue efforts to
engage with this patient population.
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